UNIVERSITY OF %\\{_i___
NEBRASI(A P R E 5 5

Cultural Influences on Navajo Mothers with Disabled Children

Author(s): Tennie R. Joe

Source: American Indian Quarterly, Vol. 6, No. 1/2, Change and Continuity as Experienced by
Navajo Women (Spring - Summer, 1982), pp. 170-190

Published by: University of Nebraska Press

Stable URL: http://www.|stor.org/stable/1183602

Accessed: 20/06/2011 19:47

Y our use of the JSTOR archive indicates your acceptance of JISTOR's Terms and Conditions of Use, available at
http://www.jstor.org/page/info/about/policies/terms.jsp. JSTOR's Terms and Conditions of Use provides, in part, that unless
you have obtained prior permission, you may not download an entire issue of ajournal or multiple copies of articles, and you
may use content in the JSTOR archive only for your personal, non-commercial use.

Please contact the publisher regarding any further use of thiswork. Publisher contact information may be obtained at
http://www.jstor.org/acti on/showPublisher ?publisherCode=unp.

Each copy of any part of a JSTOR transmission must contain the same copyright notice that appears on the screen or printed
page of such transmission.

JSTOR is anot-for-profit service that helps scholars, researchers, and students discover, use, and build upon a wide range of
content in atrusted digital archive. We use information technology and tools to increase productivity and facilitate new forms
of scholarship. For more information about JSTOR, please contact support@jstor.org.

University of Nebraska Press is collaborating with JISTOR to digitize, preserve and extend access to American
Indian Quarterly.

http://www.jstor.org


http://www.jstor.org/action/showPublisher?publisherCode=unp
http://www.jstor.org/stable/1183602?origin=JSTOR-pdf
http://www.jstor.org/page/info/about/policies/terms.jsp
http://www.jstor.org/action/showPublisher?publisherCode=unp

170 Jennie R. Joe

CULTURAL INFLUENCES ON NAVAJO MOTHERS
WITH DISABLED CHILDREN

Jennie R. Joe

It has been noted by social scientists that there are
common patterns of parental response to the introduction
of a severely disabled child into a family. Some initial re-
sponses are shock, bewilderment, confusion and disbelief
(Ross, 1964; Schlesinger, 1972). These initial responses,
while brief, often set the stage for other, more permanent,
perceptions. Concomitantly, along with the first reactions
are a series of questions asked by the parents of the dis-
abled child.

One such question invariably asks, "why"? In answer,
some parents -- particularly mothers -- will blame them-
selves for the child's disability; a process of self-blame
which may take many forms. For some mothers, their
search for answers may lead them to recount certain
events in their lives, seeking situations which could possibly
demand, or warrant, some form of reprisal. Needless to
say, these perceptions are bounded by sociocultural experi-
ences and orientation which may be more common in some
societies than others. For instance, a Navajo mother --
shocked at seeing her newborn child with cleft lip and
palate — may not question the physician's explanation of
how the defect occurred, but her lingering question of
"why" may not be satisfied until she has reviewed her own
prenatal history to account for any breach of tribal pre-
natal taboos and/or has consulted a Navajo diagnostician.

Failure on the part of medical anthropologists and oth-
er social scientists to give equal importance to the question
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of "why" and/or "how" may create unnecessary misunder-
standings and faulty analyses. Granted, this suggestion
may appear easier said than done, especially when there
are many forms of illnesses with unknown etiologies and
with questionable methods of treatment. Unfortunately for
the disabled, many chronic disabling conditions fall into
these unknown categories. Thus, from the standpoint of
disabled children and/or their families, the revelation of
unknown entities often increases an existing stressful sit-
uation. Under these circumstances, it is not unusual for
the disabled and their families to sense the powerlessness
of medical science and perhaps view the situation as totally
hopeless.

In cross-cultural comparison, these chains of events for
an Anglo family, familiar with the shortcomings of their
healing system, may be less devastating than for a family
from a non-Western culture. In most instances, the situa-
tion is complicated even more for the bi-cultural person,
such as a modern-day Navajo, whose tribal language and
conceptual experience do not provide for adequate trans-
lation or full comprehension of the situation.

In addition to coping with some of the initial shocks
and frustrations of having a disabled child, the impact on
the family is just beginning —— one common impact, noted
by Farber (1959), is the disruption of parental role. Farber
has observed that in Anglo society, which is a child-cen-
tered society, the disruption often interferes with family
goals and extends the parenting role. In other words, the
complex and long-term needs of the severely disabled child
demand that the role of parent-to-dependent child be pro-
longed, sometimes indefinitely. The impact on the parent-
ing role is also complicated by the sudden introduction of
professionals and experts who direct the parents in the care
and rearing of the disabled child, additional demands which
become complicated and time-consuming.

Again in cross-cultural comparison, one might ask how
this same situation is handled in adult-centered societies,
such as the Navajo. Observers of Navajo culture have fre-
quently referred to the Navajos as being adult-centered in
the rearing of their children (Allen, 1963; Kluckhohn and
Leighton, 1948; Leighton and Leighton, 1944; Leighton and
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Kluckhohn, 1947). In Navajo society, children are treated
as adults much sooner than in Anglo society. Evvard and
Mitchell (1966) observed that modern-day Navajo children
were still considered as adjunct to the adult Navajo world;
for example, a Navajo girl of age six is expected to know
how to prepare dough for bread and to assist in caring for
her younger siblings. Similarly, Navajo boys of the same
age are expected to herd sheep independently for a few
hours a day and to assist in the care of livestock. In con-
trast, Anglo children of comparable age do not usually have
the same expectations in fulfilling adult-like roles.

With the persistence of some Navajo form of child-
rearing, one would assume that when a severely disabled
child becomes part of a Navajo family, the impact would
be greater because of the early demands on Navajo children
to become independent and to assume adult-roles. This
general hypothesis was explored at some length in a study
of disability in Navajo society on the reservation, spanning
15 months between 1976 and 1978.1

After an intitial reservation-wide collection of base-
line information on the disabled, a small sample of 30 dis-
abled Navajo children and their families were selected for
a more intensive study. The children were of school age
between six and ten. Fifteen of the children were visibly
handicapped, their form of disability resulting from a
childhood infectious disease, meningitis (an inflammation of
brain coverings, due primarily to bacterial infection), the
residual effects of which are similar to neurological de-
fects in cerebral palsy. The remainder of the children
were not noticeably handicapped, but had been identified
by teachers and school psychologists as having learning
disabilities.

The selection of children was based on a number of
criteria, including the presence of visible and invisible
forms of disabilities. One other criterion was that the
children be of school age -- an age group normally ex-
pected to require less parental supervision. The 30 children
came from different parts of the reservation; were enrolled
or participating in some special education program or res-
ident in programs for the handicapped. The overall age for
the 19 boys and 11 girls was 8.3. Approximately 30% of
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the children were first-born, with about 10% an only child.
The age at diagnosis varied, but the majority with learning
disabilities were not identified until after school entrance.
Most of the children disabled by meningitis, on the other
hand, were diagnosed between the ages of two and four.
Both groups, in general, had uneventful prenatal and birth
histories; most were also born in the hospital.

The majority of the parents in this study were in the
early and mid-thirties, with the average age of the mo-
thers, 33.3. Seventeen of the 30 children came from intact
homes where both parents were present. Thirty-six percent
of the children came from homes with single parents,
usually mothers. The average number of children among
the 30 families was 3.3.

Educationally, the average age of schooling for the
entire group of 30 mothers was 6.5; the 19 boys' fathers
averaged 6.6 years; in all, four of the mothers had no
formal schooling. Thus, in general, the majority of the
mothers had less than an eighth grade education and, as a
result, most of them were quite traditional and less ac-
culturated than expected.

Economically, as is ecommon on many reservations,
these Indian family incomes were below the national
average. During 1977, the average family income was
$10,296, but the income pattern fluctuated, however, de-
pending on availability of seasonal work. During peaks of
unemployment, about half of the families were on public
assistances, which represents an increase of about 30%
from the normal 20% whose sole income is from welfare.
It is understandable then, that economic hardship was one
of the most frequent problems encountered and was a sig-
nificant factor influencing the family's decision to institu-
tionalize and/or have their disabled child remain institu-
tionalized. For some of the families, the economic hard-
ships were further complicated by other family crises, as is
reflected in the following case of Josie.2

Josie was admitted at the age of nine into one of the
private residential programs for handicapped Navajo chil-
dren on the reservation. Prior to this, Josie was kept at
home, cared for by her mother and, sometimes, her father.
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Residential staff noted that when Josie was first ad-
mitted, she was in diapers and would only take nourishment
from a baby bottle. Later, during a series of interviews
with Josie's parents, they said they did not know how to
care for her, except as a baby, since she was unable to do
things for herself; she had not learned to walk, talk or
groom herself. Josie's father said he, his wife, and rela-
tives were too proud to ask for help or seek advice on how
to care for or manage Josie. It was not until Josie's mo-
ther was accidentally injured that the family considered
placing the child in a residential program.

Since the onset of the disability, Josie's parents had
been advised often by physicians and nurses that they
should consider placing the child in a state institution, but
the facilities were far from the reservation, so they chose
to wait. In the meantime, the parents avoided taking the
child to the doctors unless she was sick because they want-
ed to avoid the discussion of institutional placement. Feel-
ing that physicians were of little help, Josie's parents
sought help from Navajo medicine men. According to Jo-
sie's mother, they went to at least two diagnosticians who
outlined several different ceremonies which would be help-
ful. When the family was financially able to afford it, they
had some of the ceremonies performed for Josie who, ac-
cording to the mother, generally improved after a cere-
mony. As time went on, however, Josie became less
cooperative and the remaining recommended ceremonies
became too expensive. Other interruptions also caused the
family to discontinue the ceremonies for the child. The
mother's accident and the grandmother's illness were men-
tioned several times during interviews.

After the mother's accident, Josie's father and grand-
mother attempted to care for both of them, with the help
of Josie's aunt, which sufficed for a while. When a com-
munity health worker came to the house, she recommended
that the parents visit one of the residential programs to
see if Josie could be enrolled. After Josie was placed in
the program, the family was delighted with her progress.
She was weaned from the bottle and developed some mus-
cular control with physical therapy. On several occasions,
Josie's mother publicly expressed her appreciation of the
program staff for helping her daughter, saying that she
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would not have known about the services nor the various
approaches used to help disabled children.

In another example, the family hardship is more vivid.
James came into one of the residential programs for trial
admission -- a period of thirty days. During this trial
period, the staff evaluates the child and determines if the
child can benefit from the program. During the initial
admisson conference, James was wheeled into the confer-
ence room by his grandparents. Although James was older,
he resembled a six-year old, but even so, his small frame
had outgrown the wheelchair. James had been reared by
his grandparents and had never been to school. His mother
had to move to Phoenix to find work and could not take
James.

Neither of James' grandparents had any formal school-
ing, but were considered somewhat better off than most
families in their community, since they had some livestock
and the grandfather specialized in several curing ceremon-
ies.

During the admission interview, the grandparents ex-
plained their reason for wanting to enroll James into the
program -- they were getting older and felt he should
become more independent. They thought James should
learn to walk, so they wanted him to get physical therapy.
"We want him to learn to walk, so he can do things for
himself, if something should happen to us," remarked
James' grandmother.

At home on the reservation, James' grandparents live
about 14 miles from the nearest trading post, on a prim-
itive dirt road. The trading post, where they shop, provides
their central contact with the rest of the world, and they
pick up mail there at least twice a month. James' older
aunts and uncles, all living in towns off the reservation,
come home on weekends and help haul water and wood for
them. The main source of income is livestock, mostly
lambs, which are sold to the trader in the Spring to clear
debts accumulated during the winter months. Sometimes,
the income is supplemented by the selling of rugs which the
grandmother weaves and/or money earned by the grand-
father as a medicine man.
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Clinically, James' medical and social history indicated
his diagnosis as cerebral palsy with unknown etiology. The
social history revealed that the boy was born in Texas
where his parents were relocated by the federal Bureau of
Indian Affairs for job-training. Around the age of two,
James fell down the stairs in the family's two-story apart-
ment, and was hospitalized, unconscious, for three days.
One physician attributed the brain damage to the fall, but
James' grandfather seems to think the accident was pro-
voked by witeheraft.

After James had been in the residential program for
almost a year, his grandparents came to remove him, say-
ing there were severe financial problems at home and they
needed the boy's small social security disability income to
help out. This is something that also happened in the past,
but as long as James remained in the residential center,
the money went to the center to offset the cost of his care
and training -- mandated by the funding sources to the
center. This situation is not unique. Many other hand-
icapped Navajo individuals are often the only ones in the
family with a stable source of income and, therefore, their
income is important to the survival of the family as a
whole. The dilemma this creates for the family, the dis-
abled, and the programs is a trying one.

Obviously, for sundry reasons, many families of severe-
ly disabled children want to keep those children at home,
but this is not always possible. When a disabled child is
ready to return home, there frequently are barriers. A dis-
abled child who has been taught some independent living
skills in the residential centers may regress, since the home
environment is not the same as the training centers — for
example -- no running water, electricity nor a floor on
which to maneuver a wheelchair or orthopedic braces.
Thus, the problems are numerous, both in terms of econom-
iecs and culture.

One becomes keenly aware of the cultural ramifica-
tions for the disabled Navajo children when one realizes
that they, like their "normal" peers, must learn to survive
in the bi-cultural world of Navajo and Anglo. Because of
their more traditional orientation, most parents in this
study group looked to the special programs to provide this
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type of training/education for their children. Most such
existing programs attempt to meet this need by developing
bi-cultural, bi-lingual curricula. For example, a tradition-
al Navajo dwelling (a hogan) is evident at almost every
program site so children can spend time practicing tech-
niques which will prepare them to function in both kinds of
settings. This is easier for the higher functioning students
than those who are more severely disabled; children with
learning disabilities, for the most part, have fewer diffi-
culties in this area since they live at home and function
well there.

The disability's impact on the two groups of mothers in
this study was varied, as was expected. In response to the
question of how they felt upon first learning of the child's
disability, those mothers whose children were disabled by
meningitis recalled some reactions of helplessness and con-
fusion during acute stages of the illness. As to the rec-
ognition of the residual effects of the infection, most
mothers' reactions were less dramatic than expected, since
the disabilities were noted gradually. Similarly, mothers of
children with learning disabilities could recall few out-
standing reactions; they, too, were informed gradually and
often with little fanfare.

In contrast, a few of the more educated parents (high-
school and college) voiced some anger when they were in-
formed about their child's learning disabilities. Most of the
anger was aimed at what mothers viewed as poor quality
teaching, and they were convinced that the child's disa-
bility could be corrected with proper instruction under
qualified teachers. This reaction differs somewhat from
the less educated mothers (less than eighth grade), who
welcomed the special attention and education for the chil-
dren and felt that schools were taking appropriate action.
Some feelings expressed were: "I don't have any education
myself, so I think it is good," and "I don't have anything to
offer my child so I hope the schools will help my child."

The parents, for the most part, were not involved in
the education of their children. Most felt that allowing
children to go to school has been the only demand made,
and that this was also the way their own parents felt.
Obviously, many such attitudes are tied to the historical
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paternalistic actions of the federal Government, which —
at first -— practically stole children to enroll them in
school, not allowing parents to visit nor allowing the
children to go home. Since more Indian communities are
operating their own schools, this attitude hopefully will
change. Parents could then see the value of involvement
in their children's education.

In general, most mothers of children with learning dis-
abilities viewed the problems as common and temporary, as
something that children "eventually outgrow" and, when
viewed in this perspective, there was no need for alarm.
More importantly, the child's disability did not pose a prob-
lem in the home. "After all," one mother said, "the child
functions normally at home."

There was considerable confusion over what mothers
viewed as a temporary learning difficulty as opposed to
what professionals refer to as a more serious chronic learn-
ing disability. A learning disability, as defined by law, is
a disorder which affects one or more of the basic psy-
chological processes important in understanding or in using
language, spoken or written, and a disorder which may
manifest itself in inability to listen, think, speak, write,
spell and do mathematical calculations (Public Law, 91-
517:4).

Learning disabilities include conditions which result
from perceptual handicaps, brain damage, minimal brain
dysfunctions, dyslexia and developmental aphasis. The fed-
eral laws also make it explicit that these categories do not
include other learning disabilities which can be linked to
blindness, deafness, mental retardation, emotional disor-
ders, environmental disadvantages and motor handicaps
(Public Law, 91-517).

In this respect, the majority of the 15 Navajo children
in this study identified as learning disabled had medical his-
tories of Down's Syndrome, microcephelia, prematurity and
stressful birth histories — prolonged labor and/or other dif-
ficult deliveries. :

Because their disabilities were not apparent but were
a source of problems in school, not at home, most children
with learning disabilities were not treated nor perceived as
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being disabled by their families, especially the mothers.
The daily routines of these children were also quite "nor-
mal"; they lived at home, attended local public schools or
attended federal boarding school on the reservation. The
following example illustrates how learning disabilities be-
came apparent to parents.

Mollie, a mother, aged 33, with four children, recalls
when she first learned that her son, Tommy, aged 8, was
going to be transferred from the regular classroom to a
special education classroom.

Tommy came home with a note from his teacher
saying that he was having problems with reading and
math. . .They were going to place him in a classroom
where he was going to get some extra help. I didn't
think anything of it until about a month later when he
came home crying.

He had been teased by the children at school and on
the bus. "They called me 'M.R.' (mentally retarded),"
he said. I got angry, but didn't do anything. This
happened a few times, but one day, he came back with
a bloody shirt; he had been in a fight. I took off from
work the next day and drove to his school.

I saw the principal, who referred me to the teacher.
She, in turn, referred me to the special education
teacher. . .then I finally found out what the school
meant by 'special help.'

I was told that handicapped children do get a lot of
teasing and that it happens to many of the children. I
was so angry. . .with the way I was treated, the way
my child was being forced to be handicapped. 1 left
the school. . .I wanted to take Tommy out of that
school, but I never did. There was no other place for
him. My son is not handicapped; he is just having a
little difficulty learning. . .He'll outgrow it.

During another interview with Mollie, it was learned
that Tommy was born two months premature as a result of
an automobile accident; Mollie attributes his "temporary
learning problems" to his premature birth. She did not
think, however, that Tommy sustained any permanent brain
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damage as implied by school officials. Mollie kept saying
that Tommy's difficulties in school were due to the "lousy"
teachers he had. She stated:

This is his second school. He went to Headstart and
then we enrolled him here. He never had any problems
at home even though he was born prematurely. He
likes to learn. He built a kite last year all by himself.
He likes to get stubborn sometimes. . . maybe that is
why the school put him in with the handicapped kids.

Mollie had one year of college and Tommy's father
attended college part-time; their income placed them in
the upper-middle income group of the 30 parents inter-
viewed. Mollie was raised by an Anglo family in Utah; she
feels, therefore, she has had less exposure to the Navajo
way of life than her husband who was raised in a Navajo
foster home. After Tommy, their first child, was born,
Mollie and her husband decided to stay in Arizona to live
near relatives, in a boarding-school housing unit where
Mollie works. At Mollie's insistence, the children were
taught only English and raised non-traditionally. Mollie said
they also agreed to encourage their children to go on to
college.

Two other families in the study group had similar edu-
cational backgrounds and wanted their children to excel in
school, so they emphasized an Anglo lifestyle and English
language in the home. These three families denied any-
thing was wrong with their children. They expressed strong
dislike for having their children singled out as "handi-
capped", although they did not object to the assignment of
their children to special education classes. One of these
mothers said she was convinced her daughter was conven-
iently being selected by the teachers because she was not
quiet and obedient as were other Navajo children in class.

In contrast, parents who had little or no schooling were
more accepting of the school's attempts to help their chil-
dren. Clara, a 40 year old mother who had never been to
school, commented:

The teachers told me Teddy needs to be in that school.
They want to help him learn. I am glad they are good
to him. If he has an education, it will support him. .
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That's what I want for all my children and grand-
children. . .I tell him to do what the teachers say.

Mothers with limited formal education also perceived
school officials as the ultimate and appropriate decision-
makers regarding their children's educational program.
This concept conflicts with the intent of the Public Law
which emphasizes parental involvement, but, in the majori-
ty of cases, the families said most decisions were made
without their consultation. Once the schools notify parents
by mail of their action, few parents want to question the
decision, afraid that, if they express any opposition, it
would mark them as uncooperative parents and perhaps
jeopardize their child's program. Many parents also stated
they were not qualified to question the decisions and/or
recommendations made by school officials.

While many parents were uncomfortable in questioning
school decisions, some were more willing to complain if
other children bothered their children at school —- a com-
plaint which surfaced in many of the interviews. For ex-
ample, Ruth, one of the mothers in the study, told how she
reluctantly allowed her son, Paul, to return to school after
she had removed him to keep other children from taunting
him.

(In Navajo) He used to go to Boarding School.
The children made fun of his speech and were rude to
him. He didn't want to go to school because of that.
I don't like to have my child suffer like that. I didn't
make him go back to school until last year. The peo-
ple from this public school wanted him to go back to
school. They said they would make sure he was not
picked on by other children. I think they leave him
alone now. He doesn't tell me about it.

Few families of the learning disabled sought assistance
outside the school system to help their children. If so, it
was usually for some related health problem, as in the case
of Leta, who was in special education. Rena, her mother,
said Leta always had difficulties since birth — allergies and
accident-prone -- and that she had been told her child's
disability probably resulted from a complicated delivery.
Rena's sister elaborated by saying that oxygen supply to
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the baby's brain was cut off because of the umbilical cord
around the baby's neck. The neurological damage also af-
fected Leta's eyesight, so that thick lenses were necessary.
The heavy weight would constantly slide the glasses down
to the tip of Leta's nose, so the family tried to save
enough money to buy her new glasses with plastic lenses.

Rena said she had been told by one physician that
there was a chance Leta would outgrow her visual disa-
bility. Rena, somehow, interpreted this to mean that the
child would outgrow her other disabilities. This expecta-
tion, Rena remarked, keeps her optomistic, even when oth-
er professionals state that such prognosis is impossible.
She recalled her conversation with the physician who gave
her such hopes:

I really believed it when he told me that. . .I had a
heart problem when I was small and that's what they
said so I just thought it was the same thing. . .but now
they say that Leta will never be 'normal.' They say
that she is retarded and will not be able to do all the
things that other 'normal' children will get to do. I
still have a hard time accepting that — I think that if
I can get her into a special school where there are real
experienced and professional teachers. . .she will be
able to learn.

Rena's belief that Leta will outgrow her disability is
important to her since she has one other child whom she
thinks might also be disabled. During the last interview,
Rena said she had not had the youngest child tested for
fear the doctors would confirm the suspicion. Rena is a
single parent; her husband was killed in an automobile acci-
dent a day after her second child was born. She works pre-
sently as a teacher's aide and lives with her parents in a
low-cost tribal housing unit near the school. Rena's father
is active in the Native American Church and has occasion-
ally sponsored special prayer meetings for his grand-
daughter. He commented:

People don't believe that my granddaughter is handi-
capped. They don't realize she has problems, so when
I pray at the prayer meetings. . .I ask for help. I have
sponsored prayer meetings for my grandchildren my-
self. This seems to help them. . .and us, too.
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This family's use of traditional healers or the Native
American Church was unique; most parents of these chil-
dren with learning disabilities did not seek traditional heal-
ers or other similar resources. If there was mention of a
special ceremony or Sings for the children, it was usually
a Blessing Way ceremony for all the children in the family,
not the disabled child in particular.

Since most parents of the learning disabled view the
child's problem as being best handled in the Anglo schools,
and since they are rarely called upon to help, they do not
feel there is much more they can do. An exception was
one mother who stated she bought some books and tapes
advertised to help improve reading and comprehension. She
worked part-time as an aide in a Headstart program, so had
access to information on special books and techniques to
help children learn.

As stated before, since most mothers did not perceive
the child's learning disabilities as meaning "functionally
disabled", there seemed no need to do things differently
with this child at home. Similarly, the child's disability
had little effect on the family, or on the parental role
while the child was small. It is quite possible that, in some
instances, as the child matures, the situation may change.
As more parents become socialized by the special educa-
tion program into new parental roles while the child re-
mains in school, then later, perhaps, when the child learns
a trade or goes further in school, other changes may occur.
For now, however, education -- including the education of
the learning disabled -- is seen as the function of Anglo
institutions.

In contrast, the mothers of children severely disabled
by meningitis were more involved with their children's dis-
abilities. Because such handicaps are visible and attribu-
table to illness, the parental concerns focus on health.
Here, the parental role in dealing with family illness comes
naturally during the acute stages. For example, most of
the mothers sought medical help for their children and
wanted to help nurse them back to health from the men-
ingitis. After the crisis subsided, however, most of the
mothers were unprepared for the residual effects of the
infection. They were not warned by physicians.
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One of the Navajo mothers, Desbah, recalled what
took place with her son, Raymond:

(In Navajo) They [the medical people] never told us
anything. I was worried about him when he turned
three and he was not walking yet, so I took him to the
clinic. The nurse looked up his record and said that he
had an infection which made him that way. He was
going to be slow in learning things. That was all she
said, like it was nothing. I was very upset and I
wanted to know if there was anything I could do. My
husband suggested going to a private doctor — so I did.
He was the one who explained what happened and
where I should go to get some help.

When Raymond got around five years old he started
having seizures. The first time he did, I was in the
grocery store with him. I thought he was dying. I had
never seen anything like that. We took Raymond up to
the clinic. I'll never forget it. . .the doctor who saw
him just acted as if it was no big deal. He made me
feel like a fool for rushing him to the clinic. He gave
me some pills for Raymond. At first, I guess, the pills
were too strong; they used to make him so sleepy he
would just sleep most of the day. It was not until last
year they did another examination and the doctor said
that they had given him too much medicine. It seems
like no one cares or takes the time to explain things
to you. I think the doctors think we're just a bunch of
dumb Indians.

Desbah shared her experiences and frustrations over a
period of four lengthy interviews. Both she and her hus-
band, Robert, have less than an eighth-grade education and
live on their combined annual income of $12,000. Their
oldest child and only son, Raymond, is disabled; they have
two other children, Becky and Lisa aged four and six, who
are both healthy.

Desbah and her family live in a two-bedroom trailer
near Farmington, New Mexico. Desbah's mother lives a
few yards away in a small three-room house built for her
by the tribe. A hogan, nestled between the trailer and
house, is used for storage and, periodically, for healing
ceremonies. Raymond has had a number of Navajo cere-



AMERICAN INDIAN QUARTERLY 185

monies in the hogan; one ceremony to prevent seizures, and
another ceremony performed to help him regain his appe-
tite.

Desbah related:

(In Navajo) Raymond had lost about ten pounds and it
is hard to get him to eat anything. The doctors gave
him some medicine to make him hungry — but he
would just throw it up. My mother got a medicine man
to help him. Now he eats like he used to. He needs
to put on some weight so his clothes won't hang on him
so.

As can be seen, mothers like Desbah were extremely
interested in their children's disabilities and eager to ex-
plore various alternatives for help. Many sought aid from
medicine men, but were also willing to try new modalities,
such as Anglo faith-healing. In some instances, the family
went outside the reservation to Pueblo healers and/or other
tribal healers; however, most families sought help from Na-
vajo medicine men and other Navajo practitioners, such as
those of the Native American Church. It was interesting
that grandparents played a major role in getting mothers to
seek help from medicine men. Some of the mothers said
they hesitated because they were not familiar enough with
the proper preparation and/or assistance to the patient, and
so relied on their mothers or grandmothers to assist. Some
of the ceremonies recommended were new to them, also.

In many instances, mothers of children disabled by
meningitis resorted to comfortable/acceptable sociocultural
explanations of the cause of the child's disability. Three of
the mothers thought the handicap was due to witcheraft in
cases of jealousy; two mothers mentioned breaking tribal
prenatal taboos; another three thought it was because of
marriage to a clan relative; and one mother blamed herself
for not wanting another child. Some of these perceptions
held by the mothers were later confirmed by the Navajo
diagnosticians. As would be expected, numerous causes
were identified; numerous Navajo ceremonies were rec-
ommended to the families.

Because most of the sociocultural explanations address
the question of why the disability occurred, there was little
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conflict between the Navajo diagnostician's recommended
intervention and the Anglo physician's explanation. The
physician, in this case, addresses the needs of the child,
while the medicine man's intervention is directed more to
the needs of the parents and families. This is not to say
there was unquestioning acceptance of all medical expla-
nations; prognosis, for example, was not always accepted.
Some of the mothers' disagreements on prognosis was
largely based on the view that the child was "normal" once
and, therefore, if appropriate interventions could be found,
there was a chance the child could be "normal" again.

This perception may be seen as being unrealistic and,
perhaps, a form of denial, but the view is grounded in Na-
vajo sociocultural perspectives and experiences. The Nava-
jo sociocultural explanation of disabilities among children
fall primarily into two main areas: (1) congenital abnor-
malities present at birth are usually linked to possible
prenatal neglect, or abuse of tribal prenatal laws; (2) con-
ditions which occur after birth during early childhood, are
often seen as evidence of harm directed at the family by
inflicting witcheraft on the most vulnerable family mem-
ber.

The first explanation places the responsibility of the
child's condition on the family or parents, especially the
mother. Thus, the appropriate intervention would be to
have the child's mother undergo the prescribed Navajo
ceremonies, so that she and/or the family is relieved of
self-blame. This, as a long-term therapeutic intervention,
is important, since it allows the parents to resolve their
own guilt and then address the needs of the child.

In regard to treating the disabled child, the traditional
Navajo approach of healing ceremonies is less clear. The
difficulty arises from the fact that the damage is already
done; furthermore, the child is an innocent victim who did
not actually bring the disabling condition on him/herself.
In many instances, Navajo families will seek help from the
medicine men to address only one aspect of the child's
handicap; i.e., to decrease the frequency of seizures. In
general, Navajo medicine men and diagnosticians agree that
children with moderate or severe forms of disabilities are
difficult to treat because so many aspects are involved, and
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children — unlike adults — do not always have the mental
ability to engage in self-healing which is a vital part of the
Navajo healing system. Several medicine men also said
that children with moderate or severe disabilities could not
undergo the strenuous physical demands of some cere-
monies, such as repeating long prayers or sitting up all
night.

The important aspect of the Navajo healing system is
that, if one curing ceremony is not successful, there is al-
ways the possibility the ritual was not performed correctly
or that additional ceremonies are needed. In other words,
there is always hope, so families do not become easily dis-
couraged if all does not go well. Thus, it is logical to
expect many families to continue to hope that their chil-
dren's prognoses will better.

In addition to the sociocultural orientation, there is
another factor which colors the perception of these Navajo
mothers —- that of experience. For many of these mothers,
dealing with a disabled child in the home is a new exper-
lence, so they have not been locked into some of the typ-
ical stereotypes about disabilities; they are not reading
books on the subject, nor are they involved in parent or-
ganizations which advocate certain programs and/or rights
of the disabled population.

Dealing with disability is also a relatively new exper-
ience for other people on the reservation. Many elders, for
example, said they had not seen any children or adults with
the types or severity of handicaps as is now found in the
residential programs. One explanation for this, at least in
retrospect, may be related to the significantly high infant
mortality rates a few years ago. Also, until the introduc-
tion of antibiotics, many of the infectious diseases such as
meningitis were usually fatal, thereby leaving few children
to survive with chronic disabilities. Another factor is that
some of those who did survive after severe disabling ill-
nesses were permanently institutionalized in off-reservation
facilities.

Despite the problems posed by economic and cultural
factors, however, the new experience of having a disabled
child did not create major barriers for the Navajo families.
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For example, the extended family and kin provided impor-
tant support and cooperation to the families when in need,
and thereby shared parental responsibilities. Even where
the child had a single parent, the child-rearing and child-
care were commonly shared by extended family members,
such as grandmothers, aunts, and clan relatives.

In Navajo culture, a child has multiple "mothers," any
one of whom can serve as surrogate mother. Grandmothers
are called "mother-elders;" aunts, "little mothers," and any-
one who is not blood kin, but is of the same clan as one's
mother is referred to as "mother." Aunts and grandmoth-
ers, however, are the most common surrogate mothers.
Three of the children in the study, in fact, were reared pri-
marily by grandmothers, often to allow the child's mother
to maintain employment outside the home. In one case,
the child remained with the grandparents to whom he was
very attached, when his mother remarried and had to move.

As can be seen, the availability of multiple surrogate
mothers helped ease some of the parenting responsibilities
by partially decreasing a stressful situation. Because of
the strength of the Navajo cultural pattern, the anticipated
stress on the parenting role was less evident, even in cir-
cumstances with the more severely disabled children. The
buffer, here, appears to be that the disability was per-
ceived as illness-related, and therefore other kin and rel-
atives came to the aid of the families when called upon.
More importantly, as these moderately to severely disabled
children reached school age, the families were able to
place them in programs on the reservation under the care
of professionally trained Navajo experts. The placement,
viewed as training and educational opportunity for the
disabled child, also alleviated some of the potential stress
and demands on the parents.

It is important to mention here that, although many
parents were glad they enrolled their children in the pro-
grams, they were not always anxious to institutionalize
their disabled children. Many continued to say that if
there were resources nearer, they would prefer to keep
their children at home.

As to the history of early child-rearing practices, most
of these mothers of moderate to severely disabled children
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said they did not treat the child differently from siblings,
except in situations where the handicapping condition lim-
ited the child's capability. For example, 56% of the dis-
abled children had their first laugh celebrated; 50% had
Indian names; 43% used traditional cradleboards; and 40%
had their umbilical cords buried in accordance with tribal
custom. In rating cultural abilities of the children, mothers
indicated that 83% of the disabled children spoke Navajo,
and 63% could name their mother's clan.

In summary, the introduction of a disabled child into
the Navajo family did not greatly disrupt the family's life-
style and/or parental roles. Siblings were not displaced by
the increased attention paid to the needs of the disabled
child while at home. Where the disabling condition was
viewed as resulting from illness, relatives offered assis-
tance and surrogate mothers helped with child-care. The
common acceptance of multiple mothering in the Navajo
culture also helped eliminate possible problems with strang-
ers in the institutional settings on the reservation who as-
sumed parental responsibilites. Many of the staff members
of these centers, such as the child-care workers, were clan
relatives and were viewed as appropriate in fulfilling sur-
rogate parenting roles.

In conclusion, despite the fact that the parenting of a
disabled child is a new experience for most of these Navajo
families, they have managed well. Where mothers were un-
able to find answers, they felt it was natural to resort to
explanations and concepts which are part of the Navajo
culture; as a result, the Navajo social structures and cul-
tural patterns helped ease the parenting role in dealing
with the unknown. Unfortunately, this cultural value and
pattern will probaby become less common as the accultu-
ration process continues. The increasing numbers of nucle-
ar families moving from the reservation to live in cities
and towns point to this trend. This, of course, affects the
concept of multiple mothering and the helpful network of
kin. The shift from nuclear family living patterns means
the bulk of parenting responsibilites will become assigned
only to parents, which usually means the mother, alone.
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NOTES

1 Material for this paper was drawn from the author's un-
published Ph.D. dissertation, 1980.

2 Names used throughout the paper are pseudonyms.
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